In the USA we boast about the most this, the biggest that, the tallest whatever. We trumpet the number of hospice and palliative care organizations (now over 3000), and the number of patients cared for by hospices. Yes, we have a great deal to be proud of. But let no one doubt that we have serious problems, too.
As executive director of the independent, not-forprofit Hospice Education Institute, I have a unique window on hospice care in the USA. Our HOS-PICELINK service receives thousands of telephone calls each year from people seeking information and advice about hospice care. In the past 3 years I have noted a marked increase in complaints from patients and family members about unsatisfactory hospice care. These complaints are painful to hear, and I'm reminded almost daily that, in the USA, hospice care seems to operate on three distinct tiers.
Throughout the country there are many clinically competent and well-managed hospice services, large and small, rural and urban, providing excellent care for the dying and the bereaved, going well beyond the minimum standards set by Medicare (the US government's health care insurance for older citizens). These hospices are involved in community outreach, drawing strength and support from the localities they serve; they offer education to the professions and the public; and they achieve a balance between managerial, financial and clinical governance. They usually co-operate with national professional organizations like the Hospice & Palliative Care Nurses Association and the American Academy of Hospice & Palliative Medicine, and they seek voluntary accreditation reviews from the Joint Commission on the Accreditation of Healthcare Organizations (JCAHO) or the Community Health Accreditation Program (CHAP). The best of these first-tier hospices raise the money needed to offer remarkably innovative programmes which go well beyond 'traditional' hospice services, and, in general, they expand the vision of hospice philosophy and practice.
Most hospices in the United States have, of financial necessity, opted for Medicare certification. Medicare annually spends over US$2 billion on hospice care, and the success of hospice care in the USA remains closely tied to the Medicare hospice benefit. This was introduced in 1983, and has spawned similar hospice benefits from private insurance companies, and from schemes in many states which provide care for the poor. Essentially, Medicare offers an 'all-in' per diem payment to the hospice for each day a patient is enrolled. This payment remains inadequate to provide optimal hospice care, in large part because reimbursement is based on the fiction that most patients will enter hospice care several months before their death, and will thus require only minimal services from the hospice for many weeks or months. During this time the hospice can supposedly 'bank' the per diem payments against the time when the patient's increasing debility will require intensive (and expensive) involvement by the hospice team. In fact, very late referrals to hospice care are now the rule rather than the exception.
Medicare has a set of minimum organizational, managerial and clinical standards for hospice services which wish to obtain certification, and thus qualify for payments. These standards have been largely adopted by private insurers and state licensing authorities. Sadly, the more useful standards adopted by the National Hospice Organization, JCAHO and CHAP are optional.
The second-tier hospices have a 'provider mentality'. They have tailored their services to meet the standards set by Medicare, and depend on Medicare payments for survival. They provide an acceptable standard of care, but their ability to innovate, or to offer other than basic services, is constrained by lack of vision, lack of funding or both. The dearth of day care units; the too-limited use of expensive but effective palliative interventions; the a priori limits on the amount of hands-on care available in the home -all those deficiencies and more are linked to an excessive reliance on Medicare for both standard-setting and reimbursement. There is even a new cottage industry of consulting to companies seeking to start hospice care, to ensure that Medicare's minimum standards are met as cheaply as possible.
Then there is the third tier. In the USA there is now a small, but growing, number of hospice buccaneers who find in caring for the dying and the bereaved a way to enrich themselves. These hospices, often piously quoting Dame Cicely Saunders in their pamphlets, provide services which may on paper meet the letter of Medicare certification, but seldom the spirit of genuine hospice care. And sometimes they don't even meet the minimums. A new measure of 'fraud, waste and abuse' (Medicare's description) has been introduced on the national hospice scene. The sudden arrival of Federal Bureau of Investigation agents at hospice offices, brandishing subpoenas and accompanied by teams of forensic accountants, is no longer an extraordinary event, and while some of these investigations have been heavy-handed or misplaced, many have not. Civil and criminal charges result primarily from financial fraud, not from the poor patient care which too often accompanies monetary malfeasance. These hospice buccaneers erode the confidence of the US public in hospice care, a trust which has been painstakingly built over 26 years by competent, ethical hospices.
Hospices in the USA have historically been community-based, not-for-profit voluntary organizations. The rapid growth of for-profit (private) hospices has certainly encouraged the competitive and sometimes cut-throat culture of the marketplace, but it is too simple to blame these commercial caregivers for all our problems. There are for-profit hospices which offer care of high clinical and ethical standards, and there are not-for-profit hospices which are cutting corners.
The US government has also encouraged the culture of the commercial marketplace in hospice care. The care of the dying and bereaved has of late been promoted in Medicare parlance from 'the hospice business' to the 'hospice industry'. Words? Yes, but it does matter what we call ourselves, and what we let others call us. The hospice nurse evaluating a patient for admission may carry a business card emblazoned, 'Healthcare Marketing Specialist'. Should we then be surprised that recently a candidate for hospice care was told, 'We're offering a "special" this week. Sign up today, and I can get you both a hospital bed and a commode.' I suggest that the commerce of care is a hospice oxymoron.
The hospice community in the USA has failed to take effective control of its own practice standards. We have allowed finances to define too much of the care we offer. We have neglected the synergies of co-operation with non-clinical, community-based organizations in mobilizing awareness of, and insistence on, good hospice care. We have not had the courage to speak out clearly against abuses.
As a minimum, hospice and palliative care professionals should set their own overall standards of clinical and organizational good practice always allowing some flexibility for special situations. They should offer encouragement to exceed minimum standards, should create their own mechanisms to promote and enforce these standards, and should never abdicate to any outside authority the effective control of hospice accreditation or practice. Executive Director, Hospice Education Institute, 190 Westbrook Road, Essex, CT 06426-1510, USA 
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